Health care proxy documentation process prior to availability of the health care proxy interview
Prior to the availability of the HCP interview, patients at BIDMC provided their HCP information either in person or by mail. During an ambulatory clinic visit, a non--interrupting notification would display to the medical assistant and clinician if the patient was older than 65 years and did not have HCP information in his or her electronic health record. The medical assistant would typically ask the patient for the information, or provide the patient with an instructional handout along with the form. Completed forms would be witnessed and then filed, and the information would be keyed into the structured field in the electronic record either by the clinician or an administrative staff member. The challenges with the existing process were that HCP packets were given to patients inconsistently, and when given, only a small number of patients would complete and return a signed and witnessed copy of their HCP form.
Development of health care proxy interview
We developed the HCP interview based on our prior experience with computer--based medical histories and with advisors from BIDMC's Conversation Ready project team. (16) (17) (18) 20, (36) (37) (38) (39) (40) We used our Converse programming language to write, edit, and administer the interview. (41) We followed the principle that the interview should present text, offer choices, accept responses and reply appropriately with succinctness, cogency and good manners. (41) The program follows a branching algorithm dependent on the user's response to each question, asking details where needed. It also educates the user when the user does not know or understand the question being asked. The interview, conducted over PatientSite, is integrated with the patient's electronic health record and extracts and utilizes data from the record where appropriate, such as to show patients any information existing previously in the electronic health record related to their HCP.
Components of the health care proxy interview
The HCP interview consists of 4 sections 1. Education: This section informs patients of the importance of a HCP and describes the process of appointing one. It also provides a link to a section of detailed educational material, should patients choose to view this. In addition, short educational sequences are presented during the interview based on the user's responses, such as to inform the patient why it is important to have a signed copy of the proxy form. It would be important to talk to your Health Care Proxy about your wishes (your thoughts, feelings and preferences) as to how you would like to be cared for. It would also be to be sure that your chosen person has agreed to take on this responsibility. ---------------------------------------------------------------------------------------------- 
Name Your Alternate Health Care Proxy -----------------------------------------------------------------------

Say What You Want Your Proxy to Do ------------------------------------------------------------------------------------
A.
If there is difference between the information in your medical record and the information you have provided, please enter your latest proxy information, print and sign the health care proxy form and give it to your primary care provider to update the information. A.
Information from your medical record Information that you provided to this program Primary Health Care Proxy
B.
Once a patient has entered the required information, we ask them if they wish to send it to their clinicians. Once completed, a passive alert to the clinician and staff is generated in C.
Study Design and participants
The HCP interview was made available to all PatientSite users. Patients could access the interview through a link on the portal home screen. We informed clinicians of this new application through a broadcast email message, but did not make a similar formal announcement to patients.
Patients were informed at the start of the interview about our plan, with the goal of improving the process, to evaluate their use of the interview and their comments about their experience with the interview. The BIDMC Institutional Review Board approved the study.
Data Analysis
We used the Pearson Chi--square statistic with Yates' continuity correction to compare the difference in the frequency with which HCP information was submitted for review by patients who had at least some HCP information in their electronic health record and by patients who had no HCP information in their electronic health record at the time of the interview. We used the Welch two--sample t--test to compare the age distribution of all
PatientSite users with the age distribution of the HCP interview users. We used the R software package, version 3. Patients without HCP information in their electronic health record were also more likely to submit this information than were those with any existing HCP information in their electronic health record (Odds ratio of 2.4 with 95% CI of 1.3--4.6 and P value of 0.005).
Fifty (36%) of the 139 patients who submitted their proxy information, printed a copy of the prefilled health care proxy form to be signed by them and their witnesses. Six patients accessed the educational section of the interview.
Analysis of Patient Comment Data
Seventy--four out of 200 patients who completed the HCP interview (37%) entered comments on their experience. Overall, patients were positive about having the HCP interview available to them through PatientSite and to be able to share their health care proxy information with their clinicians. Upon analysis, the patients' comments fit into four themes.
First, the interview helped patients become aware of issues surrounding the HCP and to talk about the HCP at home with their families. Patients felt that the interview was easy to use and enlightening; as one user commented "logical, quick and simple process to go through." They liked being able to stop and return later, which allowed them time to discuss the issues with family members and to come to an agreement before appointing their HCP. As two patients put it:
It is very helpful in making sure patients are informed and prepared in this regard.
I think that it is one of the excellent choices for me to have the opportunity to assign my Health Care Proxy or Agent to, at least, one of my eight children to make any decision that needs to be made in my behalf after having discussed and harmoniously reached their final judgment.
Second, seeing a link to the HCP interview reminded patients to take the take time to appoint their HCP, and to submit this information to their clinicians. As three patients noted:
I continually forget to bring this up when I visit my primary care doctor so I am grateful to have this program and get this on file and part of my medical history.
Useful to have this accessible for patients to complete.
Very convenient and an easy way to remember to fill the [HCP] form.
Third, the interview created an opportunity to improve the quality of their HCP information and enabled them to verify their information in their medical record. As one patient stated:
I believe I have a health care proxy on record but am not sure so this gives me a chance to make sure.
And fourth, the interview on the computer helped patients tackle the sensitive topic of health care proxy. One patient commented:
I think that this is a great way to address a situation that is uncomfortable for many including me. It will now be addressed. I know when we think of illness & death, we don't mention what we should do. This is a great way of handling reality.
Patients also suggested additional features, such as an easier way to print the HCP form, the ability to make edits directly on the HCP form, a provision to add more than one alternate proxy, the ability to enter foreign addresses, and an option to let their clinicians know of their interest in talking with them further about their advance care wishes.
Additionally, patients wondered if electronic submission of HCP information might be able to replace the needs for ink signatures:
Of course, one still needs to have witnesses, etc., to finalize the document ----so that
remains an impediment, even with the ease of the computer prompts.
DISCUSSION
Our study shows that patients are interested in using our online interview to assign their HCP information, and to share it with their clinicians. Two hundred patients completed the interview in less than 6 weeks from going live, without any formal announcement of its availability. We found that most went on to submit their information for clinician review, and that those without any prior HCP information in their EHR were more likely to proceed and submit their information to the office. This new and corrected information was garnered and added to the EHR by patients alone, and represents a significant way in which patients can help health systems with information entry. Furthermore, our patients' rate of sharing has been higher than has been reported in studies of computer--based interventions to improve advance directives (7, 8, 10) , potentially because our interview addressed an unmet need for an application that is user friendly, educational Furthermore, patients who already had HCP information in their electronic record may have considered this to be sufficiently correct or considered their changes to be too minor to be submitted.
The interview users were similar in gender but older than the general population of
PatientSite users. The interview users were also predominantly white, healthy, and well educated as well as being more often women. It seems reasonable that older patients would be more likely to think of end of life, and that well educated patients would be more likely to be sufficiently informed to address issues of the HCP. These finding are in line with a previous study that showed older age, female gender, and white race to be associated with higher rates of AD completion. (4) To reach beyond the relatively healthy population, additional outreach efforts will be needed to help the at--risk patient population.
Patients found the interview to be a useful tool when available online. It helped them to be better informed about HCPs and gave them a convenient means to establish or to update their proxy and to discuss issues of the proxy with their family members in the privacy of their homes. Discussion about HCP and advance care planning often takes place in a busy clinic visit or not until a patient has been admitted to the hospital. One could argue that these are not the best settings to discuss matters that require time, deep thinking, and careful discussion with loved ones. The online interview addresses these needs. It is worthy to note that some patients felt assignment of a health care proxy was important, but found the 'ink' signatures on the pre--populated print out from the program to be a barrier to completely closing the loop. They perceived a need for a way to provide their signatures online. This has important legal and policy implication as we strive towards greater patient awareness, engagement and communication of their advance directives.
Our educational section to inform patients of the importance of the HCP and the process of appointing a proxy was accessed by six patients. Patients were offered relevant educational phrases en route through the interview, which we hope sufficed for their purposes. It is likely that some of the participants were already well informed about the HCP and its importance, but had delayed creating one until the availability of our program. While evaluation of this requires further use of our program, we believe that the section will continue to serve a useful purpose.
We developed this interview taking legal aspects as well as clinical workflow into consideration and received endorsements from both our legal and clinical stakeholders.
The current process for HCP form submission has a low return rate; and with our interview, the ability to print the HCP form both at the patient's home and after submission by the patient, at the clinician's office, increases the likelihood of having an official, signed form available for the patient in case of need.
Our study should be interpreted given its context, conducted as it was in a single health care setting with a home built electronic health record and patient portal. On the other hand, with health care organizations across the United States working towards achieving meaningful use objectives, patient portals are becoming increasingly available, and we believe that our interview would be useful in multiple settings. We had a small sample size and short study period, and our study sample consisted of self--selected patients.
Still, a substantial number of these patients had no HCP to start with and were able to establish one by our interview and then enable their clinician to incorporate their new HCP into their electronic record. Moreover, our program continues to be used, with approximately 28 patients taking our interview each week as it remains available to patients of BIDMC who have an active portal account. As with other technology--mediated patient processes, the interview will not replace personal communication with clinicians, but may extend clinicians' reach for patients who are interested and able to complete the process online.
We are currently conducting a prospective study to evaluate the impact of our interview on the rates of HCP documentation in patients' electronic health records. We also plan to further explore the reasons why some patients decide not to submit their HCP information for incorporation into their electronic records and why so few patients availed themselves of the educational section. This should help us improve our interview.
CONCLUSION
Though substantial work has been done to educate and help patients in advance care
planning, gaps remain in closing the communication loop. Our study shows that our HCP interview can be an effective means to help patients to assign and communicate their HCP information. We believe our approach can help to enhance communication between patients and clinicians and be an important assistant to patients as they plan for the future.
